Writing to your MP as a caregiver affected by PANS or PANDAS

We want as many members of Parliament (MPs) as possible to learn all about PANS and PANDAS. One of the best ways for them to do this is by hearing from you. If you would like to write a letter or email to your MP, here are some things you might want to include:

· Your address and a way for them to contact you (usually an e mail address)
· Say why it is important that they help (to spread awareness and make positive policy changes)
· What you are asking them to do (come to our roundtable, and attend our debate)
· Ask for a response

If you want to, you could include some thoughts about how PANS or PANDAS have affected you or your family.

Scroll down for a template of what your letter could look like. You could handwrite it, copy and paste the content into a new document and print it off, or paste the content into a new email. Just remember to change the bits in green!

Thank you for helping us,
Everyone at PANS PANDAS UK



*Your Address*
*Your Telephone Number*
*Your Email Address*

*Insert date*


Dear *Insert name*

I am writing to you as a constituent who has been personally impacted by a devastating condition called PANS (Paediatric Acute-onset Neuropsychiatric Syndrome) *or* PANDAS (Paediatric Autoimmune Neuropsychiatric Disorders Associated with Streptococcal Infections).

As my representative in Parliament, I need your support in addressing the significant barriers that currently prevent children and young people with this condition from receiving appropriate NHS treatment. These barriers also affect access to education and are causing unacceptable additional suffering for my own family and many other families living with PANS or PANDAS.

How can you help?

PANS PANDAS UK is the only UK charity supporting families like mine. Members of the PANS PANDAS UK Youth Advisory Board are attending a roundtable discussion on Wednesday 15th April, 1.30pm in Committee Room 16 to share their experiences of living with PANS and PANDAS. We would be grateful if you could attend and hear directly from these brave children and young people about the barriers they face in accessing care.  

Although this is a nationwide issue, it is also a problem within your constituency.  You can support us further by representing our family, and others within your constituency, at the PANS PANDAS All Party Parliamentary Group (APPG) backbench debate which is being held in the Chamber of the House of Commons shortly afterwards. To register your attendance please contact wendy.chamberlain.mp@parliament.uk .

Debate priorities:

This debate is an important opportunity to highlight the experiences of children, young people and families in your constituency.  We ask for your support in supporting the following requests: 

· Call on the Government to end the postcode lottery for diagnosis and treatment through the standardisation of care. Publication of a UK clinical guideline for PANS and PANDAS is anticipated in Autumn 2026. It is imperative that there is a clear commitment from the NHS for this to be embedded within services to improve patient experiences and outcomes

· Call for mandatory training. Improved professional awareness would lead to earlier identification, improved patient outcomes and reduced burden on families and the healthcare system 

· Question research priorities and call for improved funding to address the significant gaps in research identified in the NIHR-funded Evidence and Gap Map. The need for clarity about treatment for PANS and PANDAS is reflected in the James Lind Alliance top 10 priorities for childhood neurological disorders. Funding further research into the conditions is essential to reduce suffering and shape future clinical guidance. 

The Isca Evidence team reported: 

”There is a need for more rigorous, prospective studies to evaluate the effectiveness of treatments for PANS and PANDAS, such as antibiotics, behavioural interventions, and psychiatric medication”                   

· Signpost to the forthcoming Local Authority Guidance – publication is anticipated in Summer 2026. This guidance is critical to ensure schools and services meet their statutory duties for children with PANS and PANDAS. Without clear direction, families face unlawful decisions, inconsistent provision, and barriers to essential assessments and support, all of which lead to significant educational harm.

You can learn more about PANS and PANDAS, the PANS PANDAS UK charity, its APPG and its Youth Advisory Board by visiting www.panspandasuk.org.

*OPTIONAL* I attach our personal story.
*OPTIONAL* I would also like to meet with you to discuss this further ahead of the next APPG meeting if possible.

  Thank you for reading this important letter, I look forward to hearing from you on this urgent issue.

Kind regards

*Insert your name*

*OPTIONAL* Attachment: Our story
